Background: Strong family bonds are part of the Indonesian culture. Family members of patients with cancer are intensively involved in caring, also in hospitals. This is considered "normal": a societal and religious obligation. The values underpinning this might influence families' perception of it. Aim: To explore and model experiences of family caregivers of patients with cancer in Indonesia in performing caregiving tasks. Design: A grounded theory approach was applied. The constant comparative method was used for data analysis and a paradigm scheme was employed for developing a theoretical model. Setting/participants: The study was conducted in three hospitals in Indonesia. The participants were family caregivers of patients with cancer. Results: A total of 24 family caregivers participated. "Belief in caregiving" appeared to be the core phenomenon. This reflects the caregivers' conviction that providing care is an important value, which becomes the will power and source of their strength. It is a combination of spiritual and religious, value and motivation to care, and is influenced by contextual factors. It influences actions: coping mechanisms, sharing tasks, and making sacrifices. Social support influences the process of the core phenomenon and the actions of the caregivers. Both positive and negative experiences were identified. Conclusion: We developed a model of family caregivers' experiences from a country where caregiving is deeply rooted in religion and culture. The model might also be useful in other cultural contexts. Our model shows that the spiritual domain, not only for the patient but also for the family caregivers, should be structurally addressed by professional caregivers.
What is already known about the topic?
• • Caring for someone with cancer has a huge impact on family caregivers.
• • Family caregivers develop strategies to overcome caregiving challenges.
What this paper adds?
• • This article proposes a conceptual framework of families' experiences in a country where caring for a family member is obligatory and deeply rooted in religion and culture. • • Belief in caregiving is the core factor in the caring process.
• • We found some new factors in family caregivers' experiences, including one psychological factor, which is sacrifices, and two social factors, which are sharing care and family cohesiveness.
Implications for practice, theory, or policy
• • Health care professionals might benefit from assessing and addressing family caregivers' beliefs in caregiving, sharing care, sacrifices, and positive experiences. • • Belief in caregiving is a dynamic concept for family caregiving research, which has the potential to be developed in other cultural settings. Table 1 . Inclusion and exclusion criteria.
Inclusion criteria
Being the spouse, adult-child, or relative who looked after a patient with cancer stages 2-4, or with metastases in any type of cancer Already taking care of the patient for at least 4 months Living with the patient or delivering the care for the patient for at least 3 h a day Being 18 years or older Willing to take part in the study Exclusion criteria
Family caregiver of a patient in an unconscious condition or in a critical physical condition
Background
Cancer is the second major cause of death in the world. 1 In an advanced stage, people with cancer experience decreased functioning, increased symptom burden, and dependency on others. Consequently, the role of family caregivers increases 2 and needs to be recognized as part of the care process. 3 Indonesia is one of the Asian countries whose culture is characterized by strong family bonds. 4, 5 Thus, family caregiving is perceived as obligatory due to cultural norms, 6 including moral duty, reciprocal responsibility, 6, 7 and religious obligation. 8, 9 On top of this, lack of alternatives, due to inadequate health care services, 10 leave the family with no option but to be profoundly involved in providing care.
Studies show that in some Asian countries [11] [12] [13] culture and norms influence the caregiving process, including caregivers' motives, 7 actions, 13 and consequences. 14 However, evidence from Asian countries where cultural norms and religion profoundly influence the caregiving process is still under-presented.
Theoretical frameworks about family care provision focus on stress, [15] [16] [17] the process of caregiving, 13, 54 or the impact on the caregivers' health. 18 There is still a gap in the knowledge between the basic mechanism of the family caregivers' actions and the consequences. Therefore, we explored and modeled experiences of family caregivers of patients with cancer in Indonesia. This information might contribute to relieving family burden and enhancing positive experiences.
Methods

Design and setting
Grounded theory, as defined by Strauss and Corbin, 19 was used because we aimed to identify categories and to develop a theoretical model to link their relationship. The Consolidated criteria for reporting qualitative studies (COREQ) 32-item checklist was followed for reporting. 20 The study was conducted between July 2015 and March 2016 in the outpatient clinics of three hospitals, all assigned by the Ministry of Health of Indonesia to provide palliative care services: 21 Dharmais Cancer Hospital (Jakarta), Dr. Soetomo Hospital (Surabaya), and Dr. Sardjito Hospital (Yogyakarta).
Participants and recruitment
General information about potential participants was gathered by the first author (M.S.K.). They were then asked if they were interested to participate in the study. Then, inclusion criteria were applied (Table 1) . Various demographic characteristics, including previous experiences of providing care, were considered to give a large variation in the data 22 (Table 2) . In order to reach theoretical sampling, 19 we collected data from three different cities, adapting questions when needed and selecting cases, 23 for example, by choosing economically challenged participants as well as wealthy ones. Participants and interviewer had not met before. The participants received comprehensive information about the study procedure and protocol, and signed an informed consent form if they agreed to participate.
Data collection
Based on the literature, a topic guide covering the participant's experiences, tasks, motivations, and challenges and the positive aspects of providing care was developed by all the authors, all experienced in qualitative research.
The topic guide, pilot tested with three family caregivers to check the clarity of the questions, was about the participant's experiences, tasks, motivations, and challenges and the positive aspects of providing care. In-depth interviews in face-to-face sessions were done by M.S.K., which were all audio-recorded. Participants could choose the interview location: a private room in a hospital or their own home. They were offered an opportunity to review their interview transcript. Data were considered saturated when no new codes could be built. We performed two more interviews to check data saturation. After that, data collection was ended.
Data analysis
Interviews were conducted in the Indonesian language and were transcribed verbatim. Data analysis followed the guidelines of the grounded theory of Strauss and Corbin which consists of three steps: open coding, axial coding, and selective coding. 19 First, after each interview, open coding was done by line-by-line coding. Codes were immediately built in English to facilitate the involvement of all authors. 24 The first eight transcripts were coded independently by three Indonesian authors (M.S.K., A.U., and C.E.) who are fluent in Indonesian and English. Several meetings were conducted with all the authors until consensus on the codebook was reached. The constant comparative method was followed for data collection and analysis. 19 The codebook was built alongside the interview sessions and discussed regularly with all the authors. In this step, 221 codes were retrieved. Similar codes were merged resulting in 46 codes, which were then grouped into 12 categories based on their communalities.
For axial coding, we used the paradigm scheme of Strauss and Corbin 19 which provides general building blocks to formulate a specific hypothesis. These blocks are conditions, contextual conditions, intervening conditions, core phenomena, actions, and consequences 19 (Table 3) .
Finally, we undertook selective coding, referring to the process of integration and refining the theory (Table 4) . A core phenomenon was selected through several team meetings ( Figure 1 ). It must be central and related to all the others, appear frequently in the data, be logical and consistent, have explanatory power, and be able to explain variations. 19 During the process of integration, the relation of each category to each other was discussed until the storyline was clearly defined. Finally, the scheme was refined and validated to maintain internal consistency and logic. 19 ATLAS.ti 8 was used to organize the data.
Ethical approval
Ethical approval was obtained from the Ethical Committee of Universitas Gadjah Mada and Dr. Soetomo Hospital. All participants received thorough information about their rights to refuse and withdraw at any time with no consequences.
Results
Between July 2015 and March 2016, 28 caregivers were invited, of which 4 refused due to time concerns, leaving 24 who participated (mean duration = 45 min; 30-100 min). Family caregivers were younger (mean = 43) than patients (mean = 55). Four participants had given up their jobs to provide care and only two had previous experiences as a family caregiver.
The core phenomenon
The core phenomenon of this study appeared to be the belief in caregiving. This reflects the caregivers' conviction Participants revealed their deeply held beliefs and practiced prayer rituals more frequently and more intensively than they used to do before they became a caregiver. Some perceived disease as a punishment or a sign of love from God:
It is a lesson for what we have done in the past. We take advantage to "clean ourselves up" now and we will have a place in heaven later. (P9, Husband)
Apart from religion, some normative values strengthened their belief in caregiving such as "it's better to care for someone than being sick yourself," "better to give than to get," and "it's our duty to fight until the end." Many perceived the dependency of the patient as a "chance in disguise," offering them an opportunity to look after the person and to show how much they care.
Most adult children and spouses considered it an "obligatory" task, but this was framed positively. Due to their religion, the participants believed that they would "When she is in pain, I stay with her, comfort her … I believe that the pain will go when she is happy."
Perception: disease and treatment "This is an opportunity for me to secure my place in heaven."
Religion and spiritualism related to disease and treatment "I am glad that I still have the chance to serve him and be a good wife."
Chance in disguise "I am doing it because I love her so much." "Nobody else is doing it, she has no one but me."
Reason to care be rewarded in their future life. Some were simply asked by the patient and felt honored to be asked. However, several said that they had no other choice and showed their resentment.
Contextual factors
Quality of service. People with advanced cancer are referred to tertiary hospitals which are usually hectic. Many participants had complaints about the quality of the health care services and the administration process. Some who lived far from the hospital faced challenges related to transport and accommodation:
My wife was in pain at midnight. I needed to borrow my neighbor's car. The hospital was an hour away, and only a trainee doctor was available. We needed a consultation with our medical specialist, but he was on duty in a private hospital where I couldn't use my insurance. I went to this private hospital, he gave me a prescription, brought the drug, then my wife received treatment. (P9, Husband)
Participants reported the lack of support from health care professionals, particularly in relation to the amount of time the professionals gave them. Some reported that they lacked information about the patient's treatment and prognosis.
Financial circumstances. Family caregivers spent much money for patients' treatment and care. These were extra expenses for treatments which were not covered by the national insurance, such as certain drugs, or some diagnostic procedures, travel costs, and accommodation (if they needed to stay overnight before or after chemotherapy). Their financial circumstances also reflected how they managed the expenses, for example, some asked family and relatives for contributions. In some cases, adult children of the patients handled the financial arrangements.
Caregiving circumstances. With regard to practical arrangements, there were some conflicts between the carer and the patient or other family members. For example, participants often put a lot of effort into preparing meals as a way to show love, which could cause tension when the patient lost his appetite:
I cooked many types of meals, but he didn't even taste it. He lost lots of weight; I don't want people thinking that I can't look after him. (P10, Daughter)
The ignorance of other family members of the details of caring became a typical problem, especially for adult children who sometimes felt that their siblings did not make an equal effort. Meanwhile, family expectations of the caregiver were sometimes regarded as too high. There were also participants who applied less constructive coping mechanisms, like ignoring the problem and apportioning blame. They realized that they used these less productive mechanisms on a temporary basis to release their stress. They also reported efforts to suppress their negative emotions in front of the patient.
Family caregivers of elderly patients in particular concealed the diagnosis and prognosis at the beginning and sought the right moment to inform the patient. Certain issues, such as death and future care planning, were not discussed within the family.
Sharing care. Family caregivers expressed a sense of togetherness when performing care. This not only emerged from the division of tasks between family members but was also reflected in their willingness to offer as well as to receive help from others. The participant was often not the only caregiver in the family. Everyone contributes in whatever way they could, for example, those with money tend to take charge of financial matters, while others would dedicate more time and energy:
My brother pays for transportation and I accompany mom on hospital visits. I look after her for breakfast and lunch, he for dinner. (P24, Daughter) Sacrifices. Sacrifices are defined as caregivers giving up something in order to focus on or meet the patients' needs. The patient becoming the center of attention, family caregivers would compromise their own needs and preferences in order to fulfill the patients' ones.
Some caregivers revealed that they adjusted their career plans or gave up jobs when becoming a caregiver. Others also made sacrifices by working overtime to provide more money to fulfill their financial needs, while some left their own families, living in different cities, to provide care. These sacrifices were mostly made voluntarily, because they considered those as the right things to do as part of their duty:
It was hard to leave my job, but I will find one again, once I am finished with this. It's the way it is as a family. (P18, Sister)
Consequences
Physical impact. Most elderly participants reported physical impact such as tiredness or a tendency to ignore their own physical condition as a result of their caring activities.
Psychological impact. Psychological impact can be either positive or negative. Looking after someone with cancer leaves the carer with constant fears and worries that the patient will die. They were constantly in a state of alertness even when diagnostic tests showed good progress. This left them with no rest and tiredness. They were also affected emotionally by the suffering of the patient, especially when that person was their partner or someone with whom they had a good relationship: Financial impact. Providing the best care for the patient had impact on the financial situation of the family caregivers. This caused troubles not only for economically challenged families, but also for the wealthier families because they were used to a higher standard of care.
Social impact. Participants identified positive changes in their personal lives, for instance, gaining new values and improving cohesiveness of the family:
I have four siblings, all married. Now, due to mom's condition, we spend much more time together than we were used to. I feel so close to them now. (P20, Daughter)
The paradigm scheme
As illustrated in Figure 1 , the condition in this study was the caregiving process, by a family caregiver to a loved one with cancer. The tasks varied from assisting in daily activities and personal hygiene, hospital arrangements, and meal and drug preparations to providing emotional support. This condition was influenced by contextual factors (Table 5) .
The core phenomenon appeared to be belief in caregiving. This involves the values and perception of the family caregiver toward the caring process, the strength of will to maintain their determination, and their devotion to being a caregiver. This has consequences in the physical, psychological, financial, and social domains experienced by family caregivers as a result of their actions, as well as on the caring process itself. These consequences might eventually influence the contextual factors of care, like a new cycle.
There appeared to be one intervening condition: social support. This seemed to influence the relationship between contextual factors and the core phenomenon, and between the core phenomenon and actions. In this case, when the caregivers received sufficient support, their capacity to tackle challenges increased. On the other hand, when adequate social support was lacking, carers would handle problems using less constructive strategies.
Discussion
We explored the experiences of family caregivers of people with cancer in Indonesia and developed a model for the family caregivers' experiences. We found both negative and positive experiences. Belief in caregiving appeared to be the core phenomenon and involves values and faith, both spiritual and religious, and the caregivers' motivation for providing care. Belief in caregiving appeared to be influenced by conditional and contextual factors, including the quality of service, finances, and the circumstances of care. The core phenomenon influences the actions of caregivers and has physical, psychological, financial, and social impacts.
Previous qualitative studies on family care provision did not report "belief in caregiving" as a major factor. They focused on the stress experienced by family caregivers, 15-17 the care process itself, 13 or the impact on the caregivers' health. 18 Our model shows some similarities with previous theoretical frameworks on family caregiving research. First, our findings confirmed a previous study that the actions of family caregivers depend on "commitment." 13 It is the driving force behind the performance of care tasks. However, in our study, belief in caregiving has spiritual and religion aspects which have not been previously described. Second, social support has also been recognized before as an influencing factor in care provision. 13, 15, 16, 18 Third, strategies in care provision have been described, including the use of cognitive behavioral responses 17 and the focus on the needs of patients. 13 Finally, the physical 15, 17, 18 and psychological 13, 15, 17 consequences of care provision have also been reported in earlier studies.
While most factors within our model have been identified in previous research on family caregiving experiences which include motives, 7, 13, 25 problems and challenges, 13, 14, [26] [27] [28] [29] [30] [31] [32] [33] [34] [35] actions and strategies, 13, 30, 36, 37 consequences, 13, 18, 31, 32, 38, 39, 54 and social support in caregiving, 13, 40, 41 we found some new factors in strategies and consequences: sharing care, making sacrifices, and family cohesiveness. Our study also confirms that financial circumstances can be described both as a condition and as a consequence. As a condition, this is in line with previous studies which show that treatment and care expenses for cancer are costly. 34, 35, 42 In fact, our previous study in Indonesia showed that financial challenges of caregivers of patients with cancer were greater than those of caregivers of patients with dementia. 43 Our study also confirms previous findings that providing care can also have indirect negative financial consequences, such as a reduction of the caregiver's time spent at work or at other productive tasks. 35 Furthermore, our study confirms previously described motives for caring: affection, reciprocity, 7 and a lack of alternatives. 10 The term "obligation" was frequently used by our participants, but with a positive connotation. It refers to the intrinsic motivation to receive "pahala" (rewards), which is highly valued by themselves and their community. 9, 43 This aligns with a previous study which found that feeling an obligation is used as a trigger at the beginning, while reciprocity seemed to maintain the motivation. 7 The core phenomenon in our study, belief in caregiving, especially its spiritual and religious elements, has also been explored in non-Asian settings, 27, [44] [45] [46] [47] [48] suggesting that this subject is also relevant to other settings and cultures. Spirituality and religion have been widely explored in patients and in health care providers, [49] [50] [51] and in some previous family caregiving studies. 45, 49, 52 Religion has a central role in everyday life for many Indonesian people. 8 Our study revealed that caregivers pray more intensively and more frequently than they did before, which confirms previous findings that religion and spirituality are used as a coping mechanism. 8, 47, 48 In fact, those who use positive religious coping reported higher caregiver satisfaction than those who did not use such coping. 48 
Strengths and limitations
We complied with the grounded theory rules, including the constant comparative method. 19 Using its paradigm scheme, the model of family caregivers' experiences in Indonesia could be presented in an integrated and structured way. However, although we tried to provide a comprehensive description of family caregivers' experiences, there are some limitations. We did not include caregivers of patients who had been recently diagnosed or those in the bereavement phase. Therefore, some aspects might have been overlooked. None of the participants indicated any interest in reviewing their interview transcript. Finally, while a lot of effort has been taken, some culture-bound meanings and connotations of words might have been lost in translation. 53 Table 5 . Linkage between one category and another in the paradigm scheme through examples of quotes.
Link between one category and another category Quotes Contextual factors influence the condition "Things that make it harder are when I need to deal with a long queue in the hospital and find a parking spot. I need to drop her in a wheel chair at the front door of the hospital and leave her alone, because I have to find a parking spot for 30 minutes or more." (P21, Husband) Conditions influence the belief in caregiving "I don't know how much mom knows about the condition of my father. She only knew that he has a tumor, but I don't think she knows that it is cancer. She doesn't really understand and I don't think that she can handle the reality. She never comes with dad for control and chemo, because she is too scared. I am scared too but we need somebody to be with dad, so I am here." (P11, Daughter) Belief in caregiving influences actions "I am still young and I can find another job, but I may only have one chance to look after mom. I resigned to become her full time caregiver. This is my real duty as a son." (P3, Son) Actions influence consequences "I used to talk maybe once in a while with my siblings, we were too busy doing our own stuff. But since mom got sick, I am talking to them every day. I feel like we are united." (P22, Daughter) Actions influence contextual factors "I used to say 'no' to any offer, because I thought the husband should be responsible for everything. One time, I got so tired and tense. Then I received an offer from my nephew to replace me so that I can do my hobby, golf, for 2 hours. I came back in a very happy mood and it makes my wife happier as well. I am glad to have taken that offer; I golf once a week now." (P14, Husband) Social support influences actions "I have two sisters, but they do not want to get near mom due to the smell of the wound. I am doing everything including cleaning mom's wound twice a day and washing her clothes. My husband is a miracle, he helps me a lot. My brother lives in another town but he stays in contact every time; he is also responsible for all the payment. Without them, I would not be able to handle this situation." (P17, Daughter)
Conclusion and recommendation
Belief in caregiving, including values, motives, spirituality, and religion, all being universal elements, appeared to be the core phenomenon in the family caregiving model. The central role of belief in caregiving has not been described in previous theoretical frameworks. Although spiritual/ existential care is one of the four domains of palliative care, not only for patients but also their family caregivers, 3 it tends to be overlooked in clinical practice and research. Next, sharing care, sacrifices, and family cohesiveness, factors not included in previous theories, need to be further explored in order to provide more understanding of family caregivers' experiences. Therefore, our model could potentially enrich theories in family caregiving research. Finally, family caregivers might benefit from assessing and addressing their own beliefs in caregiving, sharing care, making sacrifices, and positive experiences.
